ABSTRACT
Introduction
Increasingly, children and young people (CYP) are being involved in health research as partners in the research process, and directly consulted for their views and opinions. (Allsop et al. 2010 Methods to involve DCYP are now being explored within the unit. The aims of this review were:
1. To find out how DCYP have been accessed, recruited or selected for involvement in research projects.
2. To investigate how the practicalities of involving DCYP in research have been addressed. 3 . To identify the challenges of involving DCYP in research and how have these been overcome. 4 . To describe the impacts of involving DCYP in research on the disabled children themselves.
5. To describe the impacts of involving DCYP in research on the research.
Methods

Public and patient (family) involvement
Six parents of disabled children were involved in this review; setting the research questions, defining the inclusion and exclusion criteria, identifying and screening websites, and interpreting the results of the review. Due to differences in time commitments, not all parents were involved in all of these ways. The group were supported by the research team to undertake these tasks and received a £25 acknowledgement of their time for each half day worked, in addition to travel and childcare expenses.
Search strategy
Health and social care databases were searched to identify literature for the review. The searches combined the terms "child", "participation" and "disability". Synonyms and Medical Subject Headings were identified using different search terms with the aim of ensuring an appropriate balance of sensitivity and specificity. The search strategy initially only used search terms for "child"
and "participation" but the search results were considered to be too sensitive and high in number so search terms for "disability" were added. Generic terms for disability were used alongside several terms for more common conditions, given the complications of trying to list every possible disability.
Databases searched included: MEDLINE (Ovid); MEDLINE-in-process (Ovid); CINAHL (EBSCO); ASSIA (ProQuest); Cochrane Database of Systematic Reviews; DARE (via Cochrane) (see appendix 1 for full details of search strategies for each database). Results were limited to English language papers and date limited to 1990.Forward and backward citation chasing was carried out on included papers to supplement the database searches. In addition, relevant websites were searched (appendix 2).
Study selection
The search aimed to find any study design in which DCYP were reported as being involved as partners in research, or reviews that had addressed this type of involvement. Titles and abstracts were screened by two authors (SB and KB). Full text articles were retrieved for 61 papers. These results were assessed for inclusion independently by the same two authors (SB and KB); where there was uncertainty or disagreement, a third author was consulted (CM).
Data extraction
Data were extracted using a standardised data extraction form by one reviewer (SB) and checked by another (KB). Authors were contacted for clarification where certain details of involvement were missing. Study quality was assessed using a modified CASP qualitative checklist (CASP 2013). Data were extracted and organised in themes corresponding to each objective to be addressed in the review, with documents of different types grouped together. The findings for each theme were summarised, with similarities, differences and patterns identified across the data, and to integrate key themes to address the research objectives.
Results
Twenty-two documents were included in the review (figure 1); seven review articles, eight original research papers, three reports, three guidelines and one webpage (table 1) The DCYP involved in these nine examples of involvement were aged 10-21 years. Four projects included a specific condition (diabetes, asthma, HIV, autistic spectrum disorder). Funding sources included government agencies and charities.
The overall methodological quality of studies was low, but low quality studies were included where they reported an example of involvement with DCYP. This is because it was the example of involvement that was relevant to this review, not the overall study. It was difficult to evaluate the quality of the examples of involvement due to few details being reported in papers. Papers based on authors' opinions were included; although of comparably low quality, this information was relevant.
How have DCYP been accessed, recruited or selected for involvement in research?
DCYP had been accessed through schools, hospitals, in the community, and online. Methods of advertising involvement opportunities included Internet forums, websites, newsletters and direct mailing. Partner organisations, youth workers and school staff were also used to reach young people. Some involvement opportunities required DCYP to volunteer directly to get involved, but one project required parents to get in touch on behalf of their child. The involvement of parents of DCYP in this study was particularly strong. Parents determined the direction of the review alongside the staff researchers, contributed to screening websites, gave their opinions on the results and their importance, and will contribute to a plain language summary of this review.
The quality of evidence identified by this review is low, but no studies were excluded due to quality.
Reporting involvement was the primary focus for only one study. Defining the search strategy was particularly challenging in this review due to inconsistencies in how involvement is defined and reported, and an inability to capture all terms that may refer to a disability or medical condition. The term 'involvement' is used to describe research on and with children, and the phrase 'research with children' has been used to describe both DCYP as 
Original research
Used a 'collaborative participatory approach' to involve DCYP in deciding how research would be carried out. These young people were also interviewed for the study.
Yes No
Morris (  Greater responsibility and independence 2, 3, 6  Opportunity to socialise with peers 3, 6, 8  Enhanced knowledge of and access to decision making 6  Being empowered 6, 7  Positive changes in expectations of being involved 8  An opportunity to share frustrations and appreciations 6, 9  Knowing that their views and opinions are respected and valued 1, 3, 7  Knowing that they can make a difference 3, 6, 7  Knowing that their efforts may help other young people 3  Improved appropriateness and quality of research 2, 4, 6, 8, 12  Prioritisation of research questions that are relevant and important to DCYP 2, 6, 13  More age appropriate and accessible recruitment and advertising materials 8, 14  Study protocols and interventions that are more acceptable to other DCYP 4  Greater credibility and interest in studies 8  Positive contribution to data collection, especially when DCYP interview others in their peer group.
2,15
 A unique perspective during data analysis, particularly on data collected from other young people.  Research process may take longer 6, 10, 15 
